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Each of these bullets I thought could be discussed briefly to give an overview of the 
state of NBS and “timeliness” as it exists today.  This leads to the development of the 
Timeliness recommendations developed by the ACHDNC.

MSJ Article Link:  <http://www.jsonline.com/watchdog/Deadly-Delays-Watchdog-
Report-newborn-screening-program-231927171.html>
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The MSJ led to national attention resulting in the ACHDNC developing 
recommendations for “Timeliness” (given the time-critical conditions on the RUSP).
Brief description of ACHDNC:  The Secretary’s Advisory Committee on Heritable 
Disorders in Newborns and Children (SACHDNC) was chartered in 2003, and held its 
first meeting in 2004. The charter tasked the SACHDNC with advising the HHS 
Secretary on activities and developments that reduce morbidity or mortality of 
newborns and children with or at risk for heritable disorders. In 2006, the SACHDNC 
endorsed the ACMG recommendation for the RUSP (the RUSP, Recommended 
Uniform Screening Panel, is a set of conditions reviewed by the ACHDNC and 
recommended by the Secretary of the Department of Health and Human Services as 
a minimum standard for mandated state universal newborn screening programs. It is 
the prerogative of each state to adopt the RUSP. 
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These were the “realities” that led the CIDAC to request a proposal from the NBS 
Program (me specifically) to address the recognized realities to reduce the “risk of 
harm” for Iowa babies.

These realities led to the desired outcomes presented in the next slide.
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These were our desired outcomes as we put the proposal together.  If possible, we 
wanted to make the day of the week a child was born irrelevant.
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This is what we proposed and put in place.
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What we didn’t do as fully as needed, was to make sure everyone in the NBS 
“System” understood what had changed, what risks came with the changes and enlist 
them in helping to improve timeliness.  Many in the NBS system were not aware of 
the WHY there was the need for new timeliness requirements.  And because of no 
feedback to the contrary, many at the hospitals assumed they were doing just fine.  
We want to provide the resources to assist each hospital to be as “timely” as 
possible.

THUS the CoIIN Project…
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This shows a sample data report with turnaround metrics. (not the same facility as 
the infographic)

The patient’s names and medical chart numbers have been blacked out. The report 
indicates the time period of the report, the name of the facility (which is blacked out 
on this sample report) and the date the report was run. 
Metrics that are included in the Turnaround report:

Whether the specimen was a repeat specimen or not (only initial specimens are 
included in the timliness measure)
The time span (in hours) between birth and collection of the specimen
The time span (in hours) between when the specimen was collected and when it was 
received by the SHL
The time span (in hours) between birth and when the specimen was received by the 
SHL (the CoIIN metric)
The time span (in hours) between when the specimen was received by SHL and when 
results were reported
The time span (in days and hours) between birth and when results were reported
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We would like to open it up to all of you for discussion. We have representatives from 
hospitals that were in the pilot project as well as others who have already been 
working on this initiative. 
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